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Has Social Policy Challenged or Continued Personal Experiences and 
8QGHUVWDQGLQJVRIµ'LVDELOLW\¶" A qualitative study of people with 
Intellectual Disabilities. 
 
Rebecca Monteleone and Rachel Forrester-Jones 
Tizard Centre, University of Kent 
Abstract 
Background 
Diagnostic labels can impact identity-formation and quality of life for individuals with 
intellectual disabilities (ID) (Gillman, Heyman, & Swain, 2000). The understanding of the term 
µGLVDELOLW\¶ WR WKRVHZKRH[SHULHQFH WKH UDPLILFDWLRQVRI LWVFOLQLFDODQGSROLWLFDOGHILQLWLRQ
however, has rarely been explored in depth. Similarly, whilst stigma is a well-studied 
phenomenon in this population (e.g. Szivos-Bach, 1993; Abraham et al, 2004), few studies 
qualitatively explore these issues. In the light of specialist social policies for people with ID 
such as Valuing People (2001) and Valuing People Now (2009), which foster rights, 
independence, choice and social inclusion, this study aimed to develop an understanding of 
how adults with ID experience their own disability and how this impacted their self-esteem, 
social interactions and stigma. The objective was to illuminate a functional definition of 
µGLVDELOLW\¶ E\ WKRVH OLYLQJ ZLWK ,' ZKLFK PD\ DFW DV D UHIHUHQFH SRLQW IRU DGYRFDWHV
practitioners, researchers, and policy-makers. The study addressed the following research 
questions: 
x +RZGRDGXOWVZLWK,'LQWHUSUHWµGLVDELOLW\¶DQGGRHVLWUHODWHWRWKHLU understanding of their 
own disability? 
x How do adults with ID compare themselves to typically-developing individuals and other 
individuals with ID? 
x Do adults with ID prefer to associate themselves with those with or without ID? 
x To what extent does the understanding of disability effect  self-esteem in this population? 
Method 
This small, exploratory study used semi-structured open-ended interviews. Fifteen adults with 
ID capable of giving informed consent and currently attending an adult day service (a working 
farm open to the public) in the United Kingdom participated in one-on-one interviews spanning 
10-45 minutes. Interpretive Phenomenological Analysis (Smith, Flowers and Larkin, 2009) 
was used to understand the idiographic experience of the participants while critically engaging 
with common themes across their accounts. 
Results 
Three primary themes were identified following analysis of the transcripts. The first of these 
addresses the way in which participants conceptualised how to behave, namely by seeking 
³QRUPDO´DSSHDUDQFHVDQGFRPSDULQJWKHPVHOYHVIDYRXUDEO\DJDLQVWSHHUVZLWKID. Secondly, 
participants seemed to develop their own understanding of disability based on a series of 
intrinsic factors²such as actual cognitive or physical impairment²and extrinsic pressures. 
Finally, the sample displayed limited, partial, or incorrect understandings of common disability 
terminology as well as discomfort with the entire line of enquiry.  
Conclusions 
The implementation of a new national minimum social care eligibility threshold this April 
(Care Act 2014) may mean changes to accessing social services for many individuals with ID. 
The impact of this regulation on identity and self-esteem presents a unique challenge during 
the transition period; an individual who primarily compares himself to other individuals with 
ID may need increased emotional support if transitioning out of ID-specific social services. 
Additionally, developing a better understanding of how individuals with ID conceptualise 
themselves and others is imperative for continuing to ensure genuine person-centred planning 




Whilst any disorder may, in part, be socially constructed, (Sampson and Raudenbush, 2004) 
for the purposes of diagnosis and subsequent application for economic and social care, 
intellectual disability (ID) is commonly defined as a condition where the person has an IQ of 
less than 70; impaired functional abilities (e.g. difficulties with communication and/or self-
care) and where the onset of the impairment has existed before the age of 18 years (see DSM-
V; ICD-10).  UK prevalence rates of ID are imprecise  due to the lack of a comprehensive 
national data set, and only include individuals  known to ID services. Current estimates suggest 
that roughly 2% of the UK population may be described as having an ID (DoH 2001; Emerson 




UK government policy in relation to people with ID has reflected a graduated change in 
attitudes towards, and thinking about the type of care and support individuals with this 
diagnosis need.  Up until the 1950s, care for people with ID was mainly provided in segregated 
institutions (Mansell and Ericsson 1996). A range of factors however, led to a process of 
transferring patients from long-stay hospitals into community settings, known as the 
µGHLQVWLWXWLRQDOLVDWLRQ¶PRYHPHQW3XVKIDFWRUVDZD\IURPORQJ-stay hospital care  included: 
an increasing demand for ID residential places against a backdrop of overcrowded and costly 
ID hospitals (Report of the Royal Commission on the Law Relating to Mental Illness and 
Mental Deficiency, 1954-57 (1957)); post-war societal reactionism to labelling and 
stigmatizing people with disorders (e.g. Lemert, 1951; Becker, 1963); anti-institutionalism 
which viewed hospital practices as oppressive and institutionalising (Foucault, 1961; Szasz, 
1961; Goffman) and a series of public scandals in institutions (see Reports of the Committees 
of Inquiry at: Farleigh (1971), Normansfield (1978), South Ockendon (1974)), accompanied 
by radical value shifts of normalisation and social role valorisation (SRV) (Nirje, 1969; 
Wolfensberger, 1985) as well as  studies advocating non-restrictive forms of care (e.g. King, 
Raynes and Tizard 1971).  
The 1971 White Paper Better Services for the Mentally Handicapped was followed by a series 
of initiatives including transferring funds from the Health Service to local government; and 
µ&DUH LQ WKH &RPPXQLW\¶ FHQWUDOO\ IXQGHG GHPRQVWUDWLRQ SURMHFWV 7KH  +HDOWK DQG
Community Care Act led to the mass closure of hospitals, and a mixed-economy, (though one 
which is now arguably mainly privatised), care provision in the community currently exists.  
The White Paper Valuing People (2001) advocated that whilst people with ID were physically 
living in community settings, more needed to be done to support and facilitate opportunities 
for legal and civil rights, independence, choice and inclusion (p23-24). Legislation including 
the Sex Discrimination Act 1975; Disability Discrimination Act 1995; Human Rights Act 
1998; Race Relations (Amendment) Act 2000 legally protect individuals including those with 
ID from being socially excluded.  Most recently, the Mental Capacity Act 2005 set out 
provisions to support the presumption of individual decision making for people with ID whilst 
the Care Act 2014 places a duty on councils to promote self-advocacy and provide independent 
advocacy (IA) for those who have difficulties or are unable to be invROYHGLQWKHµSURFHVVRI
FDUH¶,WLVDUJXHGWKDW,$ZLOOPD[LPLVHLQGLYLGXDO¶VLQYROYHPHQWLQGHFLVLRQVDERXWWKHLUOLYHV
by helping them to express their needs and wishes, secure their rights and represent their 
interests as well as obtain the care and sXSSRUWWKH\QHHGWKHUHE\SURPRWLQJµVRFLDOLQFOXVLRn, 
HTXDOLW\ DQG VRFLDO MXVWLFH¶. By placing the individual at the heart of the care process, this 
further acknowledges their personhood and identity (see Care Act 2014 s1 paras 1-3). 
Identity, self-esteem and stigma 
 
$OWKRXJKDFDGHPLFZRUNVLQFHWKHHDUO\VKDVVXJJHVWHGWKDWµXQGHUVWDQGLQJPRWLYDWLRQ
and self-FRQWURO´ LV GHYHORSHG WKURXJK KDYLQJ ³D SV\FKRORJLFDOO\ KHDOWK\ VHOI-LPDJH´ RU
µLGHQWLW\¶VHH*RIIPDQ¶VVHPLQDOZRUNStigma (1963)), socially disenfranchised groups such 
as those with ID can experience exclusion from the dominant culture which often leads to the 
creation of a distinctly separate identity, favouring characteristics not readily accepted by the 
prevailing  culture. Acceptance and understanding of membership to the social category of 
SHRSOHZLWK,'LVUHJDUGHGDVDQHFHVVDU\FRPSRQHQWWR³HQDEOHUHDOLVWLFVHOI-DSSUDLVDO´DQGto 
develop relevant and effective coping mechanisms when interacting with a world that socially 
devalues disability (Szivos and Griffiths, 1990). Yet, whilst professionals, policy makers, and 
researchers agree that the definitions used to categorise adults with ID have important and far-
flung implications, very little research exists which has sought to understand the meaning of 
ERWK WKH WHUPLQRORJ\ RI µGLVDELOLW\¶ DQG WKH HPERGLHG H[SHULHQFH RI LW 6FKDORFN and 
Luckasson, 2013) from the viewpoint of the individuals with ID themselves.  
There is evidence however, that people with ID, regardless of their awareness of their own 
disability status, experience VWLJPDRUVRFLDOWUHDWPHQWEDVHGRQDQ³DWWUibute, behaviour, or 
reputation that iVVRFLDOO\GLVFUHGLWLQJ´%URZQet al., 2003; Craig et al., 2002; Goffman, 1963). 
Stigmatisation can include overt negative categorising and behaviour such as labelling, verbal 
abuse and rejection as well as more subtle social exclusive behaviour such as compulsory 
sterilisation, and restricted freedoms and opportunities (Jahoda et al., 2010; Szivos and 
Griffiths, 1990). A lack of coherent understanding of why one occupies a socially devalued 
UROH FDQ UHVXOW LQ ³XQFHUWDLQW\ DQ[LHW\ DQG LQVHFXULW\´ Szivos-Bach 1993) leading to 
secondary outcomes such as poor self-image, low confidence, poor social development and 
relationships, difficulties in or gaining employment, self- or societally-imposed restrictions, 
(Jahoda and Markova, 2004), and a lack of social support, and/or sense of belonging (Forrester-
Jones et a.,l 2006).  
(GJHUWRQDUJXHG WKDWSHRSOHZLWK ,'HQJDJHLQVWUDWHJLHVWRDSSHDUWRµEHORQJ¶  WRD
PRUH VRFLDOO\ YDOXHG JURXS LQFOXGLQJ ³SDVVLQJ´  DV µQHXURW\SLFDO¶ EXW ZLWK RIWHQ SRRU



















$OWHUQDWLYHO\ &URFNHU DQG 0DMRU¶V  WKHRU\ RI VHOISURWHFWLYH SURSHUWLHV RI VWLJPD
VXJJHVWV WKDW LGHQWLI\LQJ ZLWK D VRFLDOO\ VWLJPDWLVHG JURXS FDQ VKLHOG DQ LQGLYLGXDO  IURP
H[SHULHQFLQJ WKH SRRU SV\FKRVRFLDO RXWFRPHV UHODWHG WR VWLJPDWLVDWLRQ WKURXJK ODWHUDO
FRPSDULVRQV DQG WKH VKLIW RI YDOXHV WRZDUG WKRVH PRUH SUHYDOHQW ZLWKLQ WKH µLQJURXS¶
%UDQVFRPEH6FKPLWWDQG+DUYH\IXUWKHUVXJJHVWWKDWSDVWH[SHULHQFHRIGLVFULPLQDWLRQ
IURP DQ µRXWVLGHJURXS¶ LQFUHDVHV RQH¶V LGHQWLILFDWLRQ ZLWK D VWLJPDWLVHG JURXS LQFUHDVHV
FRKHVLRQ DQG VHUYHV WR SURWHFW ZHOOEHLQJ WKURXJK LQVXODWLRQ +RZHYHU )HVWLQJHU¶V 
VRFLDOFRPSDULVRQ WKHRU\VXJJHVWV WKDWXSZDUGFRPSDULVRQVWKDW LVDSSUDLVDOVRIRQHVHOI LQ











GLVFULPLQDWHV DJDLQVW WKHP >WKH\@ DUH XQDEOH WR SUHVHQW D FKDOOHQJH WR WKDW ZRUOG´ LELG
S $OEHLW VHUYLFH XVHU VHOIDGYRFDF\ DQG LQYROYHPHQW  LQ  SURYLVLRQ DQG SODQQLQJ RI
VHUYLFHVFDQQRWEHH[HFXWHGHIIHFWLYHO\LIWKHWHUPLQRORJ\EHLQJXVHGLVLQDFFHVVLEOHWRWKHP
QRULIWKHVHUYLFHXVHUVDUHXQDZDUHRIFRPPRQEDUULHUVWRIXOOLQFOXVLRQDQGDFFHVV7KHUHIRUH
LW LV LPSHUDWLYH WR GHYHORS D PRUH FRPSUHKHQVLYH XQGHUVWDQGLQJ RI KRZ LQGLYLGXDOV YLHZ
WKHPVHOYHVGLVDELOLW\DQGRWKHUSHRSOHLQRUGHUWRVHHWKHVWUHQJWKVDQGZHDNQHVVHVRIVHOI
DGYRFDF\ SURPRWLRQ DQG SHUVRQFHQWUHG DFWLRQ LGHQWLI\ DUHDV RI FRQFHUQV UHJDUGLQJ VRFLDO
UHODWLRQVKLSVDQGHQVXUHEHWWHUPRUHDFFHVVLEOHGHOLYHU\RILQIRUPDWLRQDQGVHUYLFHV 
$V\VWHPDWLFUHYLHZ$OLHWDOLGHQWLILHGVHYHQWHHQVWXGLHVZRUOGZLGHH[DPLQLQJVWLJPD
H[SHULHQFHG E\ LQGLYLGXDOV ZLWK ,'  (LJKW RI WKHVH VWXGLHV ZHUH TXDQWLWDWLYH VL[ ZHUH
TXDOLWDWLYHDQGWKUHHXWLOLVHGPL[HGPHWKRGV2IWKHPL[HGPHWKRGVDQGTXDOLWDWLYHVWXGLHV
RQO\ILYHXVHGDGXOWSDUWLFLSDQWVZLWKWZRRIWKHVHLQFOXGLQJDGROHVFHQWVLQDGGLWLRQ$WOHDVW
RQH RI WKH VWXGLHV )LQOD\ DQG /\RQV  DGGUHVVHG VRFLDO FRPSDULVRQV 6RPH VWXGLHV
VXJJHVWHGWKDWPDQ\RIWKHSDUWLFLSDQWVZHUHDZDUHRIWKHLUGLVDELOLW\DQGVWLJPDWLVHGVWDWXV
DQGIHOWWKHQHJDWLYHUDPLILFDWLRQVDVVRFLDWHGZLWKLWHJ/L-DKRGDDQG0DUNRYD
ZKLOH RWKHUV DUJXHG WKDW WKHUH ZDV YHU\ OLWWOH XQGHUVWDQGLQJ RI HLWKHU HJ &XQQLJKDP DQG
*OHQQ7RGG:LWKLQWKLVVPDOOERG\RIZRUNWKHQWKHUHLVQRFOHDUFRQVHQVXVRQ
KRZDGXOWVZLWK ,' XQGHUVWDQGGLVDELOLW\DQGVWLJPDGHVSLWH WKLVDUHDEHLQJ  LGHQWLILHGDV
LPSRUWDQW6FKDORFNDQG/XFNDVVRQ 
 
Aims and objectives 
 
7KHDLPRIWKHVWXG\ZDVWRGHYHORSDQXQGHUVWDQGLQJRIKRZDGXOWVZLWK,'H[SHULHQFHWKHLU
RZQ GLVDELOLW\ DQG ZKHWKHU WKHLU H[SHULHQFH LPSDFWV RQ WKHLU RZQ QRWLRQV RI VWLJPD VHOI
HVWHHP DQG VRFLDO LQWHUDFWLRQV 7KH REMHFWLYH ZDV WR LOOXPLQDWH D IXQFWLRQDO GHILQLWLRQ RI











In order to delineate WKHµHPLF¶RU µLQVLGHU¶XQGHUVWDQGLQJVRI  µGLVDELOLW\¶  D small, in-depth, 
exploratory study design, using qualitative methods was used.  
Sample 
 
The small sample size (n=15) was purposively chosen  to  includeadults with ID who were capable 
of granting informed consent and currently participating in an adult day service designed to be 
socially inclusive. With the exception of one who approached the researcher independently, all 
were recruited only after referral by the site manager and senior staff. Of  17 individuals who 
were approached to participate, two declined. 
Location 
 
The study setting was a working farm open to the public on weekdays, which by its nature, 
provided many opportunities for attendees with ID to interact with visitors without ID. The setting 
choice was also born out of convenience since the second author had recently completed a broader 
evaluation of adult social  care  day services in the county and the issue RILQGLYLGXDO¶VQRWLRQVRI
disability had emerged as an unsolicited theme. This led to the opportunity to conduct a more 
detailed study of the theme of disability as an abstract concept and how it related to experiences 




An  open-ended semi-structured interview schedule was developed from previous relevant 
literature and scales concerning  stigma and identity, and self-esteem including Rosenberg¶V 
Self-Esteem Scale (1965) that addressed the four primary research questions  including how  
participants viewed and interpreted their own disability status.  
Analysis 
 
Interpretive Phenomenological Analysis (IPA) was chosen as the best way of gaining  an 
understanding of  participants¶ thoughts, ideas, and experiences of social constructions of 
disability and stigma, as well as their reactions to and/or interpretations  of  those experiences 
(Smith, Flower and Larkin, 2009). An inductive process; IPA  seeks to produce themes from 
the data rather than confirming or disproving  a preconceived theory. A handful of studies 
regarding membership to self-advocacy groups and acceptance of ID have used IPA (e.g. 
Rosetti and Henderson, 2013), but these studies remain rare and do not directly address stigma 
or knowledge of ID terminology.   
The raw data was transcribed verbatim by the lead researcher. Next, both authors read through 
the transcripts several times and the data was independently coded and categorised. As IPA is 
an iterative process, each emergent category led to a review of all transcripts.The authors then 
compared codes, categories and emerging sub-themes to ensure inter-thematic reliability.  There 
was a 58% agreement (22 of 38 initial codes) between the researchers.  Elongated discussions 
of these codes and categories followed until saturation,  yielding  three final themes and nine 
subthemes  with sixteen categories.  
Ethics 
 
The study gained ethical clearance from the University of Kent Ethics Committee (November 
2014). Informed consent, voluntariness, confidentiality and the sensitive nature of the questions 
around stigma and identity (which might evoke sensitivities and emotions) were the ethical 
issues of particular relevance to the study and sample. One month prior to beginning interviews, 
an accessible words and symbols information sheet, designed following guidelines for Easy 
Read formatting (Turnpenny and Richardson, 2013) was provided to the site manager to share 
with potential participants. It is not known to what extent this information was made available, 
although awareness of the project appeared low upon arrival. Therefore, the interviewer 
verbally explained the nature and details of the project including confidentiality and anonymity 
(particularly important here due to the small sample size) to each individual in turn before 
asking them to participate and sign a consent form. Perry (2004) posits that sole interviews 
with people with ID may fail to safeguard their interests due to the distribution of authority 
between researcher and participant. This was resolved in part, by the interviewer socially 
interacting with participants (approximately 10-15 minutes) prior to collecting data in addition 
to meeting all of the attendees and introducing herself on a prior occasion for a day a month 
before data collection which, it is argued is imperative to collecting rich, meaningful data 
(Cambridge and Forrester-Jones 2003).  In the event that participants became distressed when 
discussing what it meant to have a disability,  they were either directed toward trusted staff 
members, or the interview was halted until/if the interviewee wished to resume.  All 
participants were also given the option to remove sensitive material from the interview at any 
point in time;  one participant choosing to remove several lines of the transcript following their  
interview.  
All interviews were conducted on site in a relaxed environment identified by the participants 
themselves and interviews were purposefully informal, following Prosser and Bromely¶V 
(1998) guidelines to encourage all answers and put interviewees at ease by retaining a casual 
atmosphere. Interviews lasted between 10 minutes and an hour, incorporating breaks as 
requested or needed. All interviews were recorded rather than annotated in an effort to allow 
the data collection to be more conversational rather than interrogative. The semi-structured 
nature of the interview schedule addressed some of the difficulties associated with interviewing 
individuals with ID such as acquiescence, inconsistency, and low responsiveness by allowing 
flexibility and reiteration (Stalker, Gilliard, and Downs, 1999; Sigstad, 2014, Heal and 




Fifteen individuals agreed to participate in the research. Over half (66% n=10) were males 
whilst 33% (n=5) were females. The average age of participants was 35years (with a  range 
from  19yrs  to  63yrs) The majority of participants (87%, n=13) identified themselves as White 
British, with the remaining two  identifying as Irish-Nigerian and Zimbabwean.  Just over half 
of the  participants (53%) lived with family members, 3 (20%)  lived in  community  homes  
(with support from paid  staff), 2 (13%) lived alone (1 lived in sheltered housing), 1  lived with 
a flatmate, and 1 lived with their  spouse. 
Three primary themes, all evident in  at least thirteen of the fifteen transcripts  were delineated. 
Because this study was not quantitative, no restriction was put on how often a theme or 
subtheme must occur to be included. Rather, themes, sub-themes, and categories were chosen 
for their idiographic nature and sought to capture the full range of interpretations and 




Summary of Themes      
Themes Subthemes Categories 
How to Be (14) 
Behaving "normally" (14) 
Motivated by Being Good (11) 
Behaviour Signals Difference (8) 
Generic Expectations and Identifiers (14) 
Self-defined by Interests (10) 
Job Site as Part of Identity (11) 
Future Expectations Typical (10) 
Downward Social Comparisons (13) 
Self-esteem Linked to Status (9) 
Labelling Others (9) 
Distinct from Others (10) 
Self-defined Notions of Disability (14) 
Tangible Manifestations or Experiences (13) 
Receiving Help or Support (9) 
Physical Indicators (7) 
Literacy/Communication (8) 
Pejorative Notions of Self (6) Unfairness Living with ID (6) 
Self-blame or Degradation (3) 
Judgement of Others (8) 
Bullying (4) 
Undesirable Characteristics (7) 
Job Site Association (6) 
Confused Terminology (14) 
Limited Familiarity (10) 
  
Unable to Articulate Meaning (11) 
Discomfort Despite Inarticulation (9) 
NB. Numbers in parentheses represent the number of participants who referenced the theme/category 
 



















































7KHPDMRULW\RI WKHSDUWLFLSDQWV GLGQRW FRQVLGHUGLVDELOLW\ WREH D IDFWRUZKHQ LGHQWLI\LQJ





Self-defined by interests 
 








FRQVXPHG $V VKRZQ DERYH SDUWLFLSDQW ILYH FRQVLGHUV WKHLU IDYRXULWH IRRGV DQG WHOHYLVLRQ
SURJUDPVDVIDFHWVRIWKHLUSHUVRQDOLW\VXJJHVWLQJDODFNRUSHUKDSVDODFNRIRSSRUWXQLW\IRU
LQWURVSHFWLRQ 



















/LQHV RI LQTXLU\ UHJDUGLQJ WKH IXWXUH \LHOGHG YHU\ VLPLODU UHVXOWV DFURVV WKH PDMRULW\ RI
SDUWLFLSDQWV (LWKHU WKH\ ZHUH XQVXUH RU XQLQWHUHVWHG DV 3DUWLFLSDQW  ZDV ZKHQ WKH\ IXOO\





Subtheme C: Social Comparisons 
 
3DUWLFLSDQW ,ZRUNKDUGEHWWHU >3/@ 
 







Distinct from others with intellectual disabilities 
 





WUDQVFULSWV DQDO\VHG ,QWHUHVWLQJO\ WKLV NLQG RI EURDG MXGJHPHQW RQO\ RFFXUUHG ZKHQ
UHVSRQGHQWV FRPSDUHG WKHPVHOYHV WR RWKHU VHUYLFH XVHUV RQ WKH MRE VLWH DV RSSRVHG WR WKH
JHQHUDOSRSXODWLRQ 















,PSOLFLW LQ WKDW UHVSRQVH DUH WZR FRQWUDVWLQJ EHOLHIV DERXW GLVDELOLW\ WKDW LW LV LQKHUHQWO\
DEQRUPDODQGHDVLO\LGHQWLILHGE\³VWUDQJH´EHKDYLRXUDQGWKDWSHRSOHZLWKGLVDELOLW\VKRXOG
EH WUHDWHGDV ³QRUPDO´RU W\SLFDOO\GHYHORSLQJ LQGLYLGXDOVEHFDXVH WKH\DUH ³DOO UHDOO\ WKDW
ZD\´7KHUHDSSHDUHGWKHQWREHDWHQVLRQEHWZHHQYLHZLQJRWKHUSHRSOHZLWK,'DVLQIHULRU
WR WKH W\SLFDO SRSXODWLRQ DQG YLHZLQJ RQHVHOI DV ³QRUPDO´ GHVSLWH LGHQWLI\LQJ DV KDYLQJ D
GLVDELOLW\ 
 
Self-esteem linked to perceived status and work 
 
,QWHUYLHZHU:K\DUH\RXSURXGRI\RXUVHOI" 













Theme 2: Self-Defined Notions of Disability 
 
The second theme considered the way in which respondents understood ID  in themselves and 
in others. Identification of disability primarily relied on physical or tangible experiences of 
disability, the experience of disability in oneself is accompanied self-degradation or feelings 
of injustice, and how the judgement of others played a role in perceptions.  
Subtheme A: Tangible Manifestations and Experiences of Disability 
 
3DUWLFLSDQW $Z FRPH RQ FRPH RQ ORRN DW PH , NQRZ DERXW GLVDELOLW\´>3 / @ 
 
7KH PDQLIHVWDWLRQ RI SK\VLFDO IHDWXUHV RU EHKDYLRXUV ZDV ODUJHO\ DJUHHG DV LQGLFDWLYH RI
GLVDELOLW\WRWKLUWHHQRIWKHILIWHHQUHVSRQGHQWV:KLOHVRPHSDUWLFLSDQWVEHOLHYHGWKDWVSHFLILF







[P.11, L. 199-200] 
Several other participants agreed that a person with a disability meant µwheelchair user¶ or 
someone with mobility issues, while others suggested that other physical indicators were clear 
signals of disability. Regardless of what physical indicator suggested disability to the 
respondent, the majority were then able to produce an anecdote relating themselves or someone 
WKH\NQHZZKRSRVVHVVHGWKDWIHDWXUH7KHLPSRUWDQFHRISK\VLFDOO\H[SHULHQFLQJRQH¶VRZQ
RURWKHULQGLYLGXDOV¶GLVDELOLWLHVVHHPed key to producing an understanding of what disability 
is. 
Literacy, school skills, and communication 
 
Interviewer: Can you tell me what [learning disability]  means? 
Participant 3: Yo²,¶P²[pause] 
,QWHUYLHZHU2UVRPHH[DPSOHVRIZKDWLW¶VOLNH" 
Participant: Some peopOHZRQ¶WEHDEOHWRUHDG:ULWLQJ8PWDON8PVHHXP²not 
talking to VRPHERG\<HDK:KDWHOVH"&DQ¶WVD\LIWKH\¶UHLOORUQRW,IWKH\¶UHQRW
YHU\ZHOOWKH\ZRQ¶WEHDEOHWRVD\ZLOOWKH\"7KH\ZRQ¶WEHable to tell nobody, will 
they?[P.03, L. 67-73] 
Difficulties with reading, writing, and communication also acted as markers of disability for 
many participants. These features seemed to be related to ID  more than disability in general, 
DQGSDUWLFLSDQWVWHQGHGWRGLVWDQFHWKHPVHOYHVXVLQJ³WKH\´UDWKHU WKDQ³ZH´ 









UHFHLYLQJ DVVLVWDQFH LQFOXGLQJ 3DUWLFLSDQW  LQ VXEVHTXHQW H[WUDFWV UHIHUUHG WR UHFHLYLQJ
DVVLVWDQFH IRU GLVDELOLW\ LQ WKH FRQWH[W RI WKHPVHOYHV 7KHUH LV HYLGHQWO\ VRPHWKLQJ OHVV
VWLJPDWLVLQJ DERXW UHFHLYLQJ DVVLVWDQFH WKDQ WKH SUHYLRXVO\ PHQWLRQHG LQGLFDWRUV SHUKDSV
EHFDXVHDVVLVWDQFHPDQLIHVWVLWVHOILQJUHDWHUDELOLW\GXHWRVXSSRUW 
Subtheme B: Pejorative Notions of Self 
 
Respondents who identified as having an ID  tended to produce responses that fell into two 
categories: assigning blame for difficulties on oneself, or experiencing a broader sense of 
injustice living with intellectual disability without applying blame to any specific cause. 
Unfairness or difficulty living with intellectual disability  
 
3DUWLFLSDQW8K,GRQ¶WXQGHUVWDQGZK\,¶YHJRWDXWLVP,IHHOXSVHWE\LW 
Interviewer: Why does it upset you? 
Participant 10: It does. 
Interviewer: Why? 
3DUWLFLSDQWµ&DXVH,MXVWGRQ¶W,MXVW,VKRXOGQ¶WKDYHLWLQWKHILUVWSODFH" 
Interviewer: Why not? 
Participant 10: Um, because it just feels not fair to me, I honestly feel like ,¶PQRW
there or   something. [P.10, L. 115-123] 
3DUWLFLSDQW¶VGLVVDWLVIDFWLRQZLWKtheir disability appeared to extend from an understanding 
that their autism is something that coexists in their body rather than an intrinsic part of 
themselves.  
Self-blame or self-degradation 
 
A portion of  participants who identified as having an ID  blamed their difficulty with social 
interactions or adaptive behaviour on themselves. 
Participant 7: Disgusting for me. 
Interviewer: Disgusting? 
3DUWLFLSDQWµ&DXVHHYHU\RQH¶VDOZD\VWDNLQJ WKHPLFNRXWRIPHDQGHYHU\RQH¶VPRUH
clever than me. [P.07, L. 285-289] 
7KHSDUWLFLSDQWKHUHFRQWLQXHGWRUHLWHUDWHWKDWWKH\DUHQRWZHOOOLNHGGXHWRWKHLU,'DQGWKHLU





Subtheme C: Judgement by Others 
 
3DUWLFLSDQW,JHWWROG,¶PDZDVWHRIVSDFH[P.15, L. 451] 
Outside pressureVIURPRWKHUSHRSOH¶VSHUFHSWLRQVVHHPed to play a role in the development of 
identity and interpretation of ID  ,QWHUHVWLQJO\ WKH ³RWKHU´ PDNLQJ MXGJHPHQW ZDV ERWK




Four participants shared extensively about their experiences with bullying, all occurring in 
integrated settings, most often in mainstreamed schools. Frequent interactions with typically-
developing individuals seemed to be  related to more encounters with bullying and harassment 
as well as poor self-image among respondents:  
,QWHUYLHZHU<HDK"$QGZKDWLVµLW¶":KDWLVDXWLVPOLNH" 
Participant 10: Not very nice. 
Interviewer: In what way? 
Participant 10: Like, people call you names, take the mick out of you. [P.10, L. 132-
135] 
Intellectual disability associated with socially undesirable characteristics 
 
3DUWLFLSDQW7KDW¶V²X done it before. X. You met him on the bus. 
Interviewer: X has a learning disability? Can you²ZKDW¶Vhe like? 
3DUWLFLSDQW+H¶VILQH+H¶VYHU\>PRWLRQ@OLNHWKDW 
Interviewer: What is the word for that? 
3DUWLFLSDQW+H¶VYHU\IDW[P.02, L. 202-206] 
One association that came up multiple times across half of the participants was the connection 
between ID  and socially undesirable characteristics such as being overweight or talking 
excessively. Respondents, regardless of how articulate they are about stigma, seem to 
understand on some level that ID  is a devalued trait in society. 
Job site indicative of intellectual disability 
 
The final extrinsic factor that participants related to ID  was the job site itself. Respondents 
were often aware that their employment was not typical²particularly that they were not paid 
and the job site was funded by the local authority, and was offered only to individuals with ID. 
Respondents were also often aware that staff were not service users and did not have the same 
needs. 
3DUWLFLSDQW  <HDK $QG WKDW¶V ZK\ ZH¶UH RQ WKH IDUP ,W LV IRU OHDUQLQJ GLIILFXOWLHV DV
well.[P.04, 175-176] 
Theme 3: Confused Terminology 
 
³,GRNQRZZKDWLWLVEXW,GRQ¶WNQRZ´ [P.01, L. 112] 
The final theme deals with how participants defined conventional disability terminology. The 
vast majority, fourteen of fifteen interviewees, had partial, incorrect, or very limited knowledge 
of terminology that is commonly used in services.  
Subtheme A: Very Limited Familiarity with Terminology 
 
Ten respondents had no or very limited knowledge of at least some of the terminology 
SUHVHQWHG³,QWHOOHFWXDOGLVDELOLW\´RU³OHDUQLQJGLVDELOLW\´ZHUHWKHOHDVWDFFHVVLEOHWHUPVWR
this population, although some, like Participant 6, were not familiar with euphemistic terms 
either: 
3DUWLFLSDQW6SHFLDOQHHGV":KDW¶VWKDW" [P.06, L. 248] 
Subtheme B: Familiarity but Unable to Articulate Meaning 
 
The second subset of respondents had some knowledge of the terms, often citing that they had 
heard them from staff or informal carers, but were unable to provide a meaning for them. 
Several respondents reported that they had learned disability terms while in school, but now 




Participant 07: My mum told me something about it, but I forgot. [P.07, L. 196-199, 
202] 
Subtheme 3: Discomfort Despite Inarticulation 
 
Perhaps the most surprising finding regarding terminology was the discomfort expressed by 
participants who were not able to define what disability terms mean.  
Participant 9: I have heard it before. Disab-abilities. 
Interviewer: Do you know what it means? 
3DUWLFLSDQW8KXP>3DXVH@+P,GRQ¶WNQRZ,GRQ¶WZDQWWRDQVZHUWKDW [P.09, 
L. 132-134] 
Respondents who expressed discomfort seemed to have a perception that disability was a taboo 
subject that should not be discussed in depth. Perhaps if participants had been more familiar 
with the researcher, they would have been more forthright with opinions, but as it stood, it 
appeared that the nine participants who responded in this way did not find disability an 




The findings indicated that although participants were not always able to articulate feelings of 
difference verbally, many seemed to experience stigmatisation DQG³RWKHUQHVV´7KHUHVSRQVH
to these experiences most often appeared to be adherence to behaviours and social norms that 
VXJJHVW³QRQ-RWKHUQHVV´7KHVH³SDVVLQJ´EHKDYLRXUVZKLFKwere ERUQRI³UDWLRQDOLVHGGHQLDO´
RI GLVDELOLW\ VWDWXV DQG ³JQDZLQJ self-GRXEW´ ZKHQ DSSHDUDQFHV IHll short of typically-
developing, were a method to appear to belong to a more highly valued social group (Edgerton, 
7KHGHVLUHWRDSSHDU³QRUPDO´was IXUWKHUGHYHORSHGE\WKHLGHQWLILFDWLRQRIWKH³RWKHU´
among friends and colleagues  with ID. Additionally, the typical future expectations, primarily 
paid, meaningful employment and deeper personal relationships, suggested a desire to obtain 
a more socially valid role. Despite the fact that these expectations are very nearly identical to 
those found by Forrester-Jones and colleagues (2002) and Todd (2000) when interviewing a 
similar population, very little change has occurred in services to support these goals.  
As expected, downward social comparisons occurred frequently throughout interviews. 
Participants who favoured this type of comparison seemed to have excellent self-esteem, and 
the small number of participants who made comparisons between themselves and typically-
developing individuals reported poorer self-esteem and greater overall dissatisfaction. These 
findings are in line with previous literature (Finlay and Lyons, 2000; Festinger, 1954; Wills, 
1981). Participants strongly associated their identity with how they were perceived by their 
peers and on the job site, very rarely drawing from experiences outside of activities and services 
specific to people with ID. Additionally, Finlay and Lyons (2000) found that when downward 
comparisons were made, they most likely involved appraisals of good versus bad or bizarre 
behaviour. The current study also found these value-laden judgements, with participants almost 
exclusively judging themselves and their peers on the basis of behaviour on the job site. With 
the exception of Participant 15, who appeared to have broader experiences in integrated settings 
than the other respondents, no comparisons were made against typically-developing 
individuals. These findings support the concept that membership in a stigmatised group can act 
as a protection from the effects of stigma by insulating oneself from more competent social 
groups.  
Respondents often experienced difficulty with self-reflection, seemingly having limited past 
experiences answering questions that require introspection and self-examination. Participant 5 
provides a tangible example of this difficulty: 
,QWHUYLHZHU:KDW¶V\RXUSHUVRQDOLW\OLNH" 
3DUWLFLSDQW8P>6LJKV@,KDYHQ¶WJRWDFOXH>3/-29] 
Todd and Shearn (1997) uncovered a similar pattern of response from their participants, 
arguing that their sample DSSHDUHG ³LQYLVLEOH WR WKHPVHOYHV´ ,W ZDV FOHDU WKDW SDUWLFLSDQWV
experienced feelings of difference and rejection from typically-developing individuals, which 
was perhaps exasperated by an inability to express their feelings in those situations. 
FurthermRUH SDUWLFLSDQWV¶ REYLRXV GLVFRPIRUW ZLWK WKH WRSLF RI GLVDELOLW\ VXJJHVWed that 
regardless of the ability to verbally express it, disability is  experienced on some level. Craig, 
et al (2002) found a similar phenomenon.  
Finally, disability as a concept seemed to develop for these individuals via a collection of 
intrinsic and extrinsic factors. The intrinsic factors included phenomena such as actual physical 
or cognitive impairment and the extrinsic were primarily the appraisals made by others. In 
combination, these factors influenced the development of an interpretation of disability that 
includes both its topography and its connotations. The directionality of the relationship between 
judgement coming from self and judgement coming from others, however, is not known. The 
poor psychosocial outcomes experienced by some participants may be the result of a self-
fulfilling prophecy, or a set of beliefs that triggers a behaviour change that inadvertently proves 
the belief (Merton, 1948). Beck (1967) alternatively suggests that individuals who already 
possess low self-HVWHHPPD\EH³K\SHUVHQVLWLYHWRQHJDWLYHIHHGEDFN´DQGWKHUHIRUHEHFRPH
entrapped in a cycle of self-degradation and perceptions of negative judgements from others. 
Further study is necessary to better understand the relationship between internal and external 
factors in the development of self-concept and understanding of disability.  
Limitations 
 
Firstly, all participants were recruited from a single service with a limited number of staff and 
engagement with others, which undoubtedly limited the scope of experiences that participants 
had. It is possible that similarity of understandings are rooted in similarity of experience. As 
IPA does not seek to produce a generalizable theory, however, this reality was not viewed as a 
substantial barrier to quality analysis. Secondly, the nature of the farm day centre was one that 
required a certain amount of physical exertion and coordination from service users, who were 
also capable of excellent expressive communication, which likely biased the sample toward 
individuals with milder disabilities, fewer adaptive behaviour deficits, and less medical health 
problems. A more inclusive sample including individuals with communication difficulties (by 
using augmentative or assistive communication devices or alternative modes of 
communication) would undoubtedly enhance the findings. 
Additionally, the sample covered a wide age range of 44 years, meaning that older participants 
likely experienced several shifts in terminology and practices throughout their lifetimes. 
Differences in schooling and living arrangements also likely impacted experiences and 
interpretations. With a relatively small sample size, it is impossible to stratify the data in a 
useful way²a follow-up study with a greater number of participants purposively selected to 
analyse variations in experiences based on these characteristics would likely yield an even 
greater understanding of how individuals with disabilities formulate their identities and 
conceptualise disability.  
Regarding researcher variables, the interviewer in this study was North American, while the 
study was conducted in the United Kingdom; the accent and pronunciation of certain terms 
seemed to  influence understanding of questions in several participants. 
Implications 
 
In the light of specialist social policies for people with ID such as Valuing People (2001) and 
Valuing People Now (2009), which foster rights, independence, choice and social inclusion, 
knowledge and understanding about how people with ID view themselves in terms of their 
social desirability, status,  and self-esteem as well as their  perception RIWKHLURZQDQGRWKHUV¶
disabilities is important. Culham and Nind (2003) suggest that these attitudes, which heavily 
IDYRXU³QRUPDO´DSSHDUDQFHDQGDFWLRQDUHWKHYHVWLJHVRIQRUPDOLVDWLRQLQ ID  services and 
practices. Normalisation and its successor, social role valorisation, heavily emphasize the need 
to appear µas close to typically-developing as possible¶ in order to assume a more valued social 
role and thus increase subjective well-being (Wolfensberger, 1985). These concepts were 
adopted with such fervour, that they became not only a philosophy for service, but a moral 
FRGH DVVRFLDWLQJ ³QRUPDO´ ZLWK JRRG 7KHVH YDOXH-laden judgments can have serious 
repercussions for individuals with ID who cannot achieve these standards, as evidenced by 
those participants who self-degrade due to cognitive or behavioural impairments (Culham and 
Nind, 2003). The awareness of judgment from others seems to negatively impact self-esteem 
and cause harsh self-criticism for at least a portion of the sample, which when compounded 
with difficulty conceptualising disability, could lead to further confusion and self-degradation.  
Additionally, partial or non-existent terminology could pose a serious challenge to person-
centred action, choice-making, and political movement in this population. As Oliver and 
Barnes (1998) suggest, the self-advocacy movement cannot thrive unless its participants are 
capable of engaging in discourse and challenging unjust paradigms. Moving from the 
experiential understanding of disability into the discursive understanding is a key to furthering 
the disability rights movement (Oliver and Barnes, 1998). Furthermore, Szivos and Griffiths 
(1990) assert that exploration and discussion of disability can improve outcomes on the 
SHUVRQDOOHYHO³:HVKRXOGH[SHFWWKDWWKURXJKGLVFXVVLRQDQGH[SORUDWLRQ´WKH\ZULWH³WKH
concept of handicap would become less global and more fragmented, enabling a more accurate 
DVVHVVPHQWRIVWUHQJWKVDQGZHDNQHVVHV´Szivos and Griffiths, 1990 p?). 
Further study into how increasing knowledge and encouraging a cultural shift away from 
valuing normalcy impact self-concept and understanding of disability would  be valuable. It 
would also be useful to understand how other populations, such as those with physical 
impairments understand disability, and how it differs from the population with ID. Findings 
from this study suggest that conceptualising disability in a more precise manner could pose a 
challenge to the negative appraisals made by oneself and others, which in turn may limit the 
YDOXH SODFHG RQ EHKDYLRXU WKDW DSSHDUV ³QRUPDO´ DQG HQFRXUDJH VHOI-expression and 
individuality.  Implementation of the  new national minimum social care eligibility threshold 
introduced this April (Care Act 2014) may mean changes to accessing social services for many 
individuals with mild- moderate ID. The impact of this regulation on identity and self-esteem 
presents a unique challenge during the transition period; an individual who primarily compares 
himself to other individuals with ID may need increased emotional support if transitioning out 
of ID-specific social services. Additionally, developing a better understanding of how 
individuals with ID conceptualise themselves and others is imperative for continuing to ensure 
genuine person-centred planning (DoH 2001; 2009) within a potentially new era of social care 
provision. Finally, investigation into methods of shifting the cultural understanding of 
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